In this study, we aim to increase our understanding of the self-reported sources of distress among people who have experienced first-episode psychosis. Following a systematic literature search, 33 relevant studies containing firstperson accounts of first-episode psychosis were identified, which were synthesized using thematic analysis. Two interrelated superordinate themes were identified: intrapersonal distress and interpersonal distress. Participants reported multiple, diverse, and multifaceted sources of distress across both themes. These were substantially different from those routinely recognized and targeted in clinical practice. This review suggests that practitioners who maintain a stance of genuine curiosity about the potential sources of distress for this population will be perceived as more helpful. The findings also highlight the importance of being service user-led when planning and delivering mental health care. Additional clinical and research implications are discussed.
Introduction
Despite significant developments in our theoretical understanding of distress specific to psychotic symptoms (e.g., Garety, Kuipers, Fowler, Freeman, & Bebbington, 2001; Morrison, 2001) , less attention has been paid to other sources of distress for people who experience psychosis (Andrade et al., 2016; Vracotas, Schmitz, Joober, & Malla, 2007) . Increased knowledge about this subject would support the development of interventions designed to reduce psychological distress, encourage clinicians to take a wider view on service users' difficulties, and promote the delivery of care tailored to meet individual needs. Because the early phase of psychosis is recognized as a distinct period (Reading & Birchwood, 2005) , and specialized Early Intervention in Psychosis (EIP) services have been established to meet the needs of this population, this review will focus specifically on sources of distress in people who have experienced a first-episode of psychosis (FEP) .
Although the term psychological distress is frequently used within a health care context, the concept has been defined in a variety of ways and is often used interchangeably with other related concepts, such as "stress" or "strain" (Ridner, 2004) . The concept of distress has also been used for diagnostic purposes as a marker of underlying mental health problems or defined as a symptom in itself (Phillips, 2009) . One of the most widely cited definitions of psychological distress comes from Ridner (2004) , who argues that there are five critical attributes that distinguish it from other similar concepts: (a) perceived inability to cope effectively, (b) change in emotional status, (c) discomfort, (d) communication of discomfort, and (e) harm (either permanent or temporary). Ridner (2004) states that the presence of a number of these attributes would suggest an individual is experiencing psychological distress. From this perspective, distress is not seen as a symptom of pathology or as the absence of well-being. Instead, it is better understood as an individual's subjective response to a discomforting problem that he or she does not feel able to adequately resolve.
The assumption that the experience of psychosis is inherently distressing has informed approaches to research and treatment. This assumption is evident in the choice of psychotic symptom reduction as the primary outcome measure for the majority of randomized controlled trials of cognitive-behavioral therapy (CBT) for psychosis (Greenwood et al., 2010) . Given the increased risk of suicide, reduced social functioning, and relatively poor clinical outcomes associated with experiencing psychosis (Díaz-Caneja et al., 2015) , the assumption that psychosis is inherently distressing might appear reasonable. However, to date, there has been little research exploring distress for people experiencing psychosis from a first-person perspective (Andrade et al., 2016; Vracotas et al., 2007) despite arguments for prioritizing the development of interventions that focus less on symptom reduction and more on reducing psychological distress (Chadwick, 2006; Greenwood et al., 2010) Findings from epidemiological studies showing that psychotic-like experiences are present in nonclinical populations (e.g., Hanssen, Bak, Bijl, Vollebergh, & van Os, 2005) represent a challenge to the conventional medical model of psychosis, where experiences such as hearing voices or holding unusual beliefs are viewed as indicators of underling psychopathology (Read, Bentall, & Fosse, 2015) . Instead, psychotic experiences are now believed to exist on a continuum with "normal" human experiences (Van Os, Hanssen, Bijl, & Ravelli, 2000) . This has led to developments in the treatment of psychosis. Rather than focusing on treating syndromes, many psychological interventions focused instead on reducing the symptoms of psychosis and, more recently, on reducing psychological distress (Chadwick, 2006) . Given that reducing psychological distress is the stated aim of many current interventions for psychosis, an exploration of what causes this population distress is justified.
Research suggests that people diagnosed with psychosis frequently experience a range of other mental health difficulties and related comorbidities. These include anxiety (Braga, Reynolds, & Siris, 2013) , substance misuse (Duke, Pantelis, McPhillips, & Barnes, 2001) , and depression (Upthegrove et al., 2010) . There is also evidence that individuals experiencing FEP rate other problems-such as depression, low self-esteem, and anxiety-as more distressing than positive or negative symptoms of psychosis (Vracotas et al., 2007) . In addition, service users have concerns and priorities that do not necessarily fit with the primary aims of many mental health services. For example, when asked what the concept of "recovery" meant to them, participants with psychosis emphasized achieving an acceptable quality of life, feeling better about themselves, and regaining control over their lives as more important than symptom reduction (Law & Morrison, 2014) . Although mental health services often recognize that service users have priorities in addition to symptom reduction, these findings support the view that a greater understanding of the distress connected to wider difficulties is required.
There is now a growing body of qualitative research that explores the lived experience of FEP. These studies give an insight into topics as diverse as adjustment after FEP (Tan, Gould, Combes, & Lehmann, 2014) , cannabis use (Childs, McCarthy-Jones, Rowse, & Turpin, 2011) , and pathways to care (Ferrari et al., 2015) . Within these qualitative studies, there exist firsthand accounts of distress from people who have experienced psychosis. In addition to details of what is distressing about psychotic symptoms, these accounts also highlight distress occurring across the broader domains of people's lives.
To date, these qualitative accounts have not been synthesized to answer the question of what people who have experienced FEP say causes them distress. Answering this question will give clinicians, researchers, and service providers a deeper understanding of what this population actually find distressing, which would help guide clinical practice and could potentially contribute to the development of interventions that directly target these factors. This knowledge could also inform future research priorities; for example, by providing a clearer understanding of the most important treatment outcomes for this group, adding to existing knowledge in this area (e.g., Byrne, Davies, & Morrison, 2010) .
Previously reported studies (e.g., Firth, Carney, Jerome et al., 2016; Hon, 2012; Yung & McGorry, 1996) do not directly investigate sources of psychological distress in FEP. This means that participants in these studies were unlikely to have been explicitly asked "What do you find distressing?" Despite this, many participants in these studies spontaneously described distressing experiences, even when this was not the primary focus of the research.
The recognition that the early phase of psychosis represents a distinct and critical period (Reading & Birchwood, 2005) has led to the development of specialist EIP services designed to reduce treatment delay and increase access to evidence-based interventions (Bird et al., 2010; Marshall & Rathbone, 2011) . This review will focus exclusively on studies with participants experiencing FEP, rather than psychosis more broadly. The focus on a clearly defined population aims to make the review findings directly applicable to the care received by individuals experiencing FEP using EIP services.
Our review has been influenced by a theory of human behavior called perceptual control theory (PCT; Powers, 2005) . PCT proposes that the survival of all living organisms is dependent on their ability to control important perceptual variables. Humans are able to control a wide range of perceptual variables, from relatively simple perceptions (e.g., temperature) to those that are more complex and abstract in nature (e.g., sense of identity). Control is achieved by comparing the current state of a perceptual variable with reference values specifying the desired state of that variable. Human behavior serves the function of reducing discrepancies between the perceived and desired state of perceptual variables, while counteracting the effects of environmental disturbances that would otherwise disrupt control. From a PCT perspective, psychological distress arises from a sustained inability to maintain effective control over important perceptual variables.
Review Question
The aim of this review is to answer the following question:
What are the self-reported sources of distress for people who have experienced FEP?
Method
To answer the review question, we completed a metasynthesis of relevant qualitative literature. The term metasynthesis refers to a range of methods for synthesizing findings from qualitative studies on the same research topic (Barnett-Page & Thomas, 2009; Korhonen, Hakulinen-Viitanen, Jylha, & Holopainen, 2013) . Metasynthesis can be used with a variety of aims, including as a method of understanding health issues from the perspective of people experiencing them (Thomas & Harden, 2008) .
Eligibility Criteria
Articles that met the following inclusion criteria were included: (a) qualitative research, (b) published in English language peer reviewed journal and relating to human participants, (c) contains first-person accounts of distress reported by individuals who have experienced psychosis, and (d) participants are reported to have experienced FEP or are using EIP services.
Articles that met the following criteria were excluded: (a) quantitative and mixed-methods research, (b) contains only theoretical or observational data, (c) research into experiences of organic psychosis (e.g., dementia), and (d) case studies or single-case designs.
Search Strategy
The review protocol was registered with the PROSPERO International prospective register of systematic reviews (http://www.crd.york.ac.uk/prospero) prior to screening studies for inclusion.
A search of peer reviewed journals was undertaken in line with Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) guidelines (Moher et al., 2009 ) using the following electronic databases:
The Sample, Phenomenon of Interest, Design, Evaluation, Research type (SPIDER) framework (Cooke, Smith, & Booth, 2012) was used to develop an appropriate research question and generate search terms. Medical Subject Headings (MeSH) terms were also used to help generate the list of search terms. Three categories of search terms were used: "Psychosis," "Service user," and "Qualitative research." "Psychosis" and "Qualitative research" search terms were limited to journal titles; "Service user" search terms were expanded to include keywords within journals. Appendix A contains a full list of search terms. To increase the chances of capturing relevant data, journals published at any time were included in the review.
The search was conducted in four stages. First, electronic databases were searched using the three categories of search terms. Second, after removing duplicates, titles and abstracts returned by the search were entered into Mendeley Desktop (Version 1.16.1). Titles and abstracts were screened against the inclusion and exclusion criteria and clearly ineligible studies were excluded. Third, the full texts of the remaining articles were screened for eligibility. Fourth, a further search of reference and citation lists from eligible studies was conducted. Where there was uncertainty about eligibility, this was discussed by members of the research team to achieve consensus. A study identification flowchart is presented in Figure 1 .
The most suitable methods for establishing reliability in qualitative research are a matter of debate (Syed & Nelson, 2015) , with some authors questioning whether it is ever appropriate to apply concepts such as reliability to qualitative research (Noble & Smith, 2015) . However, we took the view that some measure of reliability would help to increase the trustworthiness of the review findings. Therefore, a sample of 20% (n = 20) of full-text articles selected at random were subjected to a second screen by the second and fourth authors. Outcomes of this eligibility screen were compared with the initial screen by the first author. An interrater reliability analysis was conducted using the Fleiss's Kappa (Fleiss, 1971) statistic to determine consistency between raters. The interrater reliability for the raters was found to be κ = 0.86 (p < .05), 95% confidence interval (CI) = [0.599, 1]. Although there is no universally accepted approach to the interpretation of kappa, as a benchmark, scores over 0.81 are proposed to represent almost perfect agreement (Landis & Koch, 1977) .
The primary research topic of the articles being screened was not psychological distress, and participants were unlikely to have been asked directly about this subject. To achieve a balance between being overly interpretative and reviewing the articles in a superficial manner, a clear operational definition of distress was required to guide decisions about inclusion and exclusion. However, there is currently no single accepted definition of distress, and those that do exist have generally been developed to guide health professionals in clinical practice (e.g., Ridner, 2004) , rather than for the purposes of identifying distress in qualitative literature. To resolve this, we developed a working definition of psychological distress based on the existing literature. Articles were included if they contained data that met the following definition: The experience appears to be deemed problematic by the participant and it can be inferred that the participant wants to change the experience in some way.
This definition was also informed by a theory of human behavior called PCT, which proposes that distress is a consequence of sustained discrepancies between individuals' current perceptions and how they would like to experience the world (Powers, 2005) .
Quality Appraisal
Whether qualitative research should be subjected to a quality appraisal and how this should be conducted is a matter of debate (Walsh & Downe, 2005) . The current review aimed to include as many potential studies as possible and there was no plan to exclude studies on the basis of quality. Consequently, no systematic quality appraisal was undertaken.
Data Extraction
Eligible full text articles were uploaded to NVivo qualitative data analysis software (QSR International Pty Ltd. Version 11, 2015) . The following study details were extracted using a standardized form: author(s), study title, date of study, methodological details, sample characteristics and identified themes. Supplemental Table 1 contains a summary of study details.
Theoretical Assumptions of Included Studies
Although some authors have argued that synthesizing studies that employ different qualitative approaches can be problematic (Sandelowski, Docherty, & Emden, 1997) , Bishop (2007, 2015) propose that an approach defined by pragmatism is a legitimate means of combining research produced using different methods. From this perspective, while epistemological differences need to be acknowledged when combining research, one should ". . . ask not whether the knowledge produced by research accurately represents 'reality' but whether it has valuable external consequences in the context of the researcher's own time and place" (Bishop, 2015, p. 7) . This pragmatic approach was used here to maximize the number of studies that could be included in the synthesis and avoid missing potentially important data. Methodological differences between studies were extracted alongside other data and taken into account when conducting the synthesis.
Data Analysis
Originally developed to analyze primary qualitative data, thematic analysis has subsequently been identified as an appropriate method for synthesizing qualitative data (Thomas & Harden, 2008) . This analysis was based on the recommendations for thematic analysis outlined by Braun and Clarke (2006) . In addition to the six steps outlined by Braun and Clarke (2006) , we drew on other established methods for synthesizing qualitative research to ensure that themes were sufficiently abstract to capture all of our data while remaining anchored in participants' first-person accounts. Specifically, drawing on metaethnographic approaches (Bennion, Shaw, & Gibson, 2012; Malpass et al., 2009) , two additional steps were included to develop first, second, and third order constructs (see below for details). NVivo was used to organize data and conduct the analysis.
The first author began by familiarizing himself with the data through repeated, "active" reading of the full-text articles, before generating initial codes for data that appeared interesting or relevant within the texts. Data were coded line by line. An inclusive approach to coding was taken at this stage. Some data were coded multiple times if more than one code appeared relevant. Data were coded when they met the study's operational definition of psychological distress.
The purpose of this metasynthesis was to generate new insights into distress experienced by individuals with FEP. This required the synthesist to add an additional layer of interpretation to "go beyond" the interpretations made by the original study authors (Malpass et al., 2009; Thomas & Harden, 2008) . To reflect this, data were coded as either "first order constructs" or "second order constructs." First order constructs captured participants' views, experiences, and perspectives. The review was primarily aimed at capturing these first-person perspectives. Second order constructs represented the original study authors' interpretations of participants' experiences. They were used to contextualize first-person accounts and inform the development of themes. Once all data were coded, first and second order constructs were analyzed to develop a collection of possible "third order constructs" to represent the interpretations of the authors of this review. Third order constructs were treated as candidate themes for the metasynthesis. Table 1 presents definitions of first, second, and third order constructs.
Once identified, candidate themes were reviewed and revised at two levels. First, at the level of the individual codes to check that they made sense in relation to the candidate theme to which they belonged. Second, candidate themes were reviewed to check consistency with the data set as a whole. Themes were judged using Patton's (1990) dual criteria of internal homogeneity and external heterogeneity. This process ensured that codes coalesced around a theme coherently, while ensuring that themes remained sufficiently distinct from each other.
Themes were refined further, named, and a brief description was produced to capture the essence of individual themes. Themes were then organized into superordinate-and subthemes to provide a coherent structure. Finally, a report was produced to "tell the story" of the data, making extensive use of extracts from the source texts to illustrate the narrative. Findings are reported in line with enhancing transparency in reporting the synthesis of qualitative research (ENTREQ) guidelines (Tong, Flemming, Mcinnes, Oliver, & Craig, 2012) .
Credibility of the Metasynthesis
All authors met regularly throughout the course of conducting the research to discuss the progress of the synthesis and themes emerging from the data. Using NVivo, reflective memos were kept by the first author throughout the process of completing the synthesis (Shenton, 2004) . The memos helped him to reflect on the values and assumptions he brought to the synthesis and informed discussions with the other study authors.
To provide a measure of the validity of the analysis, the third and fourth authors independently reviewed a sample of 22 codes. They matched each code to the subtheme with which they thought it was most strongly associated. Their choices were checked against the original coding decisions made by the first author to see how closely these corresponded. The Fleiss's Kappa (Fleiss, 1971) statistic was used to establish interrater reliability between the three raters. This was found to be κ = 1 (p < .05), 95% CI = [0.921, 1], representing almost perfect agreement (Landis & Koch, 1977) .
Reflexivity Statement
The first author has a background in mental health nursing and has worked as a psychological therapist in EIP services for several years. He is currently completing a PhD in clinical psychology, evaluating a transdiagnostic cognitive therapy called the Method of Levels (MOL) for people experiencing FEP. MOL directly applies the principles of PCT (see Powers, 2005) to the practice of psychotherapy. The second and fourth authors are researchers and clinical psychologists. Their research has mainly focused on PCT and the development of MOL. The third author is a senior lecturer in psychology and mental health. Her current research focuses on the development of culturally appropriate psychological interventions for psychosis. The authors' views on the causes of psychological distress have been influenced by PCT, a central tenet of which is that all human experiences are a product of our perceptions. This does not mean that an independent "reality" does not exist outside of our subjective experience. However, we can only know this reality through our perceptions. As such, our epistemological position is most closely aligned to a "critical realist" perspective (Fletcher, 2017) .
Results
After screening, 33 studies were found to meet the criteria for inclusion in the metasynthesis. Studies were conducted between 1996 and 2016, in eight different countries, using a range of qualitative methodologies. A summary of study details can be found in Supplemental Table 1 . Two distinct but interrelated superordinate themes were identified: intrapersonal distress and interpersonal distress. Both superordinate themes comprised several subthemes. A thematic map is available (see Supplemental Figure 1 ).
Intrapersonal Distress
This theme relates to sources of distress that arise from participants' internal experiences. The theme is comprised of five subthemes: (a) unwanted internal states, (b) conflicts and dilemmas, (c) sense of self and identity, (d) disrupted goals and problems with behavior, and (e) physical health and well-being.
Unwanted internal states. This subtheme includes a wide range of internal experiences (including cognitions, affect, perceptions, memories, and bodily sensations) that were reported as sources of distress for individuals. In some cases, distress was related to symptoms of psychosis, as illustrated in this quote where a participant describes a distressing incident of voice hearing:
I kept it [the voices] to myself until . . . Well there was an incident and I was locked up in a cell by the Police and when I was in the cells that's when the voices like . . . It was like an explosion in my head and then the voices just took over completely . . . I was in the cell for two and a half hours just listening to these voices going over and over in my head. (Milligan, McCarthy-Jones, Winthrop, & Dudley, 2013, p. 112) Other participants identified distress primarily connected to symptoms that were nonpsychotic in nature, such as problems with anxiety and depression. In response to unusual auditory and visual experiences, this participant commented, I used to be nervous and panicky before. Now I am not looking out for this person that I used to see and I don't hear him whisper any more. I've got more confidence in myself because the voices that I heard were putting me down and making me feel down. (Hon, 2012, p. 357) Although feeling "nervous," "panicky," and "down" are attributed to experiencing symptoms of psychosis, the participant appears to be describing these emotional responses as distinct sources of distress in themselves. This subtheme also captures participants' metacognitive statements indicating some dissatisfaction with their internal experiences. In this quote, a participant comments on problems with thinking clearly prior to receiving support for first-episode psychosis:
I know when I first went into it [psychosis] my thoughts were really jumbled . . . I couldn't see a solution to it. (Ashcroft, Barrow, Lee, & MacKinnon, 2012, p. 332) In addition to the internal states themselves, distress also arose out of the struggle to comprehend these states. This participant describes feeling distressed by experiencing visual hallucinations that were difficult to make sense of:
. . . I didn't understand what was happening to me, I didn't understand what I was seeing. (Tan et al., 2014, p. 87) A recurrent theme of participants' accounts was distress connected to experiencing internal states perceived as uncontrollable, as this quote illustrates: I feel like I can't control my thoughts or I can't control what thoughts enter in. (Connell, Schweitzer, & King, 2015, p. 79) In this quote, a participant describes how his psychotic symptoms felt out of control, leading to the development of other mental health problems:
I get paranoid and the voices contribute to the paranoia and the paranoia will get out of control and that's when the depression will set in from the paranoia. (Milligan et al., 2013, p. 111) People experiencing FEP frequently report distress connected to internal states. Often, these states could be described as "symptoms" of psychosis (e.g., disorganized thinking, persecutory beliefs, or hallucinations) or common mental health problems (e.g., anxiety or depression). However, sometimes it is the perceived uncontrollability or incomprehensibility of the state that leads to distress, rather than the state itself.
Conflicts and dilemmas. Participants described a range of conflicts and dilemmas that appeared to be a source of distress. The most frequent conflicts were related to substance use (Asmal, Mall, Emsley, Chiliza, & Swartz, 2014; Childs et al., 2011; Esterberg & Compton, 2005) . This participant describes the struggle to stop using cannabis:
I got like my friends who like and I introduced them to it, and erm, bit of a vicious circle like I give up they carry on, I carry on they give up and, er, then I moved up here and then found like my experience was like the same thing and, er, it was just like smoking weed and the whole drug culture was around. (Childs et al., 2011, p. 706) In this quote, the participant is struggling to make sense of why he continues to smoke cannabis when it causes him to feel physically unwell:
. . . why am I having that spliff if I'm going to be sick? (Childs et al., 2011, p. 706) As well as using substances, dilemmas regarding personal relationships (Jansen et al., 2016) , seeking support or treatment (Connell et al., 2015; Tanskanen et al., 2011) , and disclosing details about mental health difficulties (Connell, Schweitzer, & King, 2014) were described. For example, in this quote, the participant's dilemma about taking medication appears to be a source of distress:
I get depressed that I'm on an antipsychotic. But without it, would I be able to control myself? (Esterberg & Compton, 2005, p. 79) Irrespective of the exact nature of participants' dilemmas, the state of being in conflict appeared to be a source of distress in itself.
Sense of self and identity. Distress related to participants' sense of self or personal identity was described in several studies. Participants' distress was frequently related to the fact that they saw themselves as having lost some aspect of their self or that personal experiences had altered their sense of self in an undesirable way. One participant stated, I just wanted to be back to myself. (Connell et al., 2015, p. 82) Another reported, I don't even understand how I got like this. This isn't me, where's me gone? (Tan et al., 2014, p. 87) Participants described a sense of frustration that they were unable to engage in the same activities as their "old self" (Connell et al., 2014 (Connell et al., , 2015 , as illustrated by this quote:
I want more than anything to get back to how I was, but I don't know that I can. I just miss, like how I was and like now, I feel like I'm completely different. (Connell et al., 2015, p. 80) An altered or undesirable sense of self was seen as a barrier to engaging in valued social, vocational, and recreational activities. Although this subtheme is a component of the intrapersonal distress superordinate theme, there is clearly a social dimension to distress caused by a lost or altered sense of self. Not having a satisfactory sense of self is distressing, at least in part, because of its potential impact on participants' interpersonal relationships. The impact of experiencing FEP and its treatment was reported to be particularly problematic in adolescence and early adulthood because it was seen as a serious threat to the development of a satisfactory sense of self (Fenton et al., 2014) .
Participants appeared to compare their current experience with a remembered or imagined sense of self that was seen as more desirable or acceptable. It seems likely that this subtheme captures distress arising from disparities between participants' perceived and desired sense of self, as this quote illustrates:
I don't like to think of myself as someone with a mental illness. I don't think anybody does. Because that makes you feel vulnerable, a person who has to be cared for, and I like to be an independent kind of guy. (Judge, Estroff, Perkins, & Penn, 2008, p. 98) Disrupted goals and problems with behavior. Participants described distress connected to a perceived inability to work toward valued goals and aspects of their own behavior. The core feature of this subtheme is a disparity between how the participant wants to act and his actual behavior. For example, this participant describes how experiencing psychosis impaired his ability to work toward important personal goals:
. . . it takes over, it's like a stuck record that you keep going over and over again, you're not achieving anything, and it's just meaning that you're not just getting on with your day and being overwhelmed with your problem. (Ashcroft et al., 2012, p. 332) Another participant described the impact of psychosis on her relationship with her family and work:
I became very withdrawn and remained indoor[s] . . . I was not communicating with my family much and stopped working. (Hon, 2012, p. 358) Being unable to pursue a personal goal of working was clearly a source of distress for this participant:
If you don't work, staying at home, it just drives you insane. (Perry, Taylor, & Shaw, 2007, p. 788) Some participants were distressed by activities they were unable to engage in as much as they would like. For example, participants in this study described the impact of cannabis use on their levels of motivation:
Jed talked of "becoming part of the sofa." Zac described how it "takes away all your drive and ambition and just zaps you of all energy and focus and you just, you, you, start to not care about things and you know, put off things for another day and let it slip." (Childs et al., 2011, p. 705) Other participants expressed dissatisfaction with behaviors they engaged in to an extent that, from their own perspective, were excessive. For example, this participant describes how his level of drug use became problematic:
. . . there was a lot of pressure to excel in school and succeed. I dabbled too much in, dabbled too much in drugs, that was my problem . . . that was really my fault. I have no one else to blame but myself . . . (Ferrari et al., 2015, p. 6) The participant in the above quote also seems to hold himself accountable for the development of his problems. Although not sufficiently prevalent to constitute a subtheme in its own right, elements of self-criticism and self-blame were present in several participants' accounts.
Physical health and well-being. This subtheme describes participants' distress connected to their physical health and well-being. Participants described problems with their general physical health, as this quote illustrates: I told him [GP] that I was having burning feelings and something was wrong with my heart and that when that happened I was like "huh, huh," I couldn't breathe at all. I was really messed up and she thought I had asthma or something and they gave me some asthma pumps. I tried it but it didn't really help I just had to wait for it to wear off. It took a long time and I was really messed up. (Tanskanen et al., 2011, p. 7) In addition to problems with general physical health, difficulties with sleep and appetite were reported in several studies:
I was always tired . . . I also had some problems with my digestion. I was hungry all the time. I didn't get any satisfaction from anything. I would get a stomach upset every time.
[Food] would just give me some stomach aches and bloating and whatever. (Yung & McGorry, 1996, p. 593) Participants described a range of other physical health problems that were also a source of distress, such as stiffness of limbs, fatigue, and problems with coordination (Yung & McGorry, 1996) . Mainly, these physical health problems were described as sources of distress because they prevented participants achieving a desired sense of well-being. However, sometimes physical health problems were seen as signs that something was wrong and additional support might be required, as this quote illustrates:
In the end I got to the stage where I wasn't eating, I just made out I was eating and I just . . . wasn't sleeping, I just couldn't look after myself. (Tan et al., 2014, p. 89) 
Interpersonal Distress
The second superordinate theme is comprised of four subthemes that describe sources of distress arising from participants' perceptions of their interactions with others. These were (a) abuse and traumatic life experiences, (b) contact with health professionals, (c) personal relationships, and (d) stigma.
Abuse and traumatic life experiences. Participants talked about a range of traumatic life experiences, including instances of being abused, bullied, and neglected by others. Participants sometimes described these experiences as precipitating events for the onset of psychotic symptoms:
I was attacked when I was out with my friend by a group of . . . well, by a gang, and I was hit on the head with a machete, in the back of the head and I went to hospital . . . there was no major damage, I've got a scar and that and I went home that night and that's when I started hearing voices. (Milligan et al., 2013, p. 111) Recalling incidents such as the one described above continued to cause participants distress long after the event. For example, some participants attributed ongoing problems with depression and suicidal thoughts to traumatic incidents, or described engaging in substance use as a means of escaping from painful memories (Tan et al., 2014) . Other participants described how they thought abusive experiences had adversely affected their development. The following participant describes how experiences of abuse led to what was perceived to be irreparable damage to his personality:
I was like abused and all that when I was younger . . . it's still in my mind and stuff and I know that it shattered my personality as a young kid and I've never been able to repair that. (Perry et al., 2007, p. 785) Contact with health professionals. Contact with health professionals and systems were frequently cited as a source of distress for participants. Specifically, participants found it distressing when they were not treated in the way they would have liked by health professionals. The following quote gives an example where a participant's reported conversation with a health professional-a psychiatrist in this case-focused on narrow discussions about medication, limiting opportunities for the participant to discuss wider concerns:
. . . talking to a psychiatrist erm, it was really only talk of "are you still experiencing hallucinations, yes right we need to up your medication" and that was kind of the jist [sic] of every conversation. (Cairns, Reid, Murray, & Weatherhead, 2015, p. 54) The following quote describes a situation where a general practitioner addressed questions to a family member, rather than to the participant directly. The feeling that decisions were being made without including him in the discussion created a sense of disempowerment:
He didn't even say anything, he just looked at my sister . . . and he said I'm going to send him to the clinic . . . he spoke to my sister more than he spoke to me. (Connor et al., 2016, p. 341) This participant describes being intrusively questioned by health professionals:
Two doctors come and give you a drill and like ask you a hundred questions in five minutes. (Cadario et al., 2012, p. 99) Participants described a range of other unhelpful responses from health professionals that increased their distress, including feeling dismissed, not having their concerns taken seriously, and not being treated as an individual.
The process of receiving a psychiatric diagnosis was a source of distress for some participants. This participant describes how receiving a diagnosis elicited a range of difficult emotions and a sense of powerlessness:
Being told I had psychosis-that's been the most difficult thing. You know, to be told I was incapable of making decisions. It made me feel a bit insulted, a bit like disappointed in myself as an adult as well. (Connell et al., 2014, p. 4) Problems with medication and associated side effects were referenced in several studies as being a source of distress for participants:
Oh it's horrible. They gave me [an anti-psychotic] first and, um, my hands, I couldn't hold anything. I'd go to pick up a cup of tea or something and I'd drop it straight away. (Cadario et al., 2012, p. 99) Participants also described distress arising from the process of being hospitalized. One common cause of distress related to being detained involuntarily in hospital and the treatment participants received there:
I kind of felt like people might think, "oh, she's crazy." And not listen to me about anything because that's how I was kind of treated at the hospital when I went to the hospital . . . they just ignored me and put me in restraints and stuff like that. It was a really terrible experience. I don't like to think about it that much. (van Schalkwyk, Davidson, & Srihari, 2015, p. 526) The loss of control and restrictions experienced by participants who had been compulsorily detained were frequently described as sources of distress. In this quote, a participant describes the dehumanizing effect of being detained:
I just felt like an animal, being locked up all of the time. (Perry et al., 2007, p. 786) Being detained was particularly problematic in situations where it interfered with participants' ability to engage in valued activities, as illustrated by the following quote:
I couldn't even go for a walk. Do you know what I mean? People are entitled to exercise and stuff. (Perry et al., 2007, p. 786) In some cases, participants described how the preconceived ideas they held about mental health services, prior to accessing support, were additional sources of distress that deterred them from seeking help: I don't know if I should do this . . . I'm scared, I'm petrified of that place. Of going into the asylum. (Anderson, Fuhrer, & Malla, 2013, p. 389) Personal relationships. Distress connected to personal relationships was a recurrent feature of many participant accounts. Distress was partly a consequence of feeling disconnected from family and peer networks. For this participant, his experience of FEP led to the loss of friendships:
I feel like it's [psychosis] taken my friends away from me, and I feel like I resent them in a way, because they're so happy and carefree and I'm the one with all these problems. (Connell et al., 2015, p. 80) Participants described how fear of being negatively evaluated by others made it difficult talk about their experiences of psychosis (Lockett et al., 2012) , and this increased the sense of being ostracized from their peer group (Judge et al., 2008) . In addition to creating feelings of social isolation, problems communicating difficulties within personal relationships were thought to be a causal factor for delays in accessing treatment: P5: Well I couldn't talk to her [Girlfriend] .
Interviewer: You said you couldn't talk to her about it? P5: No because you just sound . . . too weird. (Harris, Collinson, & Das Nair, 2012, p. 460) This participant described disclosing experiences to his mother as the first step toward seeking help. However, from the participant's account, it seems likely that the difficulties had been present for some time beforehand:
I think I eventually told my mum what happened. I didn't want to tell anyone else, yeah, I think I eventually told them what I was feeling and stuff. (Cadario et al., 2012, p. 86) For some participants, symptoms of psychosis, such as persecutory beliefs, led to them withdrawing from personal relationships. This participant describes how feelings of persecution created a reluctance to socialize with others:
I was starting to get a bit more, like, enclosed, like I didn't want to like socialise with people. I felt as if everyone out there was out to get me or something like that, like I just didn't want to like, talk to anyone. I felt moody I felt as if everybody was just invading my space or I was invading theirs. (Tanskanen et al., 2011, p. 4) Where participants were able to maintain personal relationships, the nature of these relationships could also be a source of distress. This participant describes how being in hospital provided some respite from a stressful family life:
Luke talked about the unit as a place of escape from "normal" life where there was "family stress" and "it was a bit manic." (Fenton et al., 2014, p. 237) The common factor across all of these first-person accounts is that personal relationships are a source of distress when there is mismatch between how the person would like to relate to others and his or her actual experience. For example, being socially isolated is not a source of distress per se. It is only if this experience conflicts with other personal goals held by the individual-such as developing close relationships with others-that it becomes problematic.
Stigma. Accounts of distress connected to stigma were present in several studies. Distress was partly a product of participants' perceptions of societal attitudes toward mental health problems and fears of being negatively labeled or judged as a consequence:
I was worried about what people around me might say . . . There is a huge stigma about mental illness; people tend to like to avoid it. (Ferrari et al., 2015, p. 5) For some participants, the stigma connected to mental health problems was closely connected to unwanted internal experiences, such as shame, and acted as a barrier to help seeking:
Karen: People are scared to look for help, and to . . . Samantha: Me too. (Ferrari et al., 2015, p. 5) The above quote also illustrates another feature of participants' accounts, one that has previously been described as self-stigma or internalized stigma (Corrigan, 2004; Corrigan & Watson, 2002) . In other words, participants were aware of the public stigma toward people with mental health difficulties-comprising stereotypes, prejudices, and patterns of discrimination-and applied this to themselves.
There was evidence that contact with mental health services was perceived as stigmatizing and this acted as a further barrier to people seeking support. This participant describes his reasons for not wanting to seek help: Yeah I didn't want word spreading . . . I just didn't want to be described as mentally ill, that's the reason why, and I said don't want to be described as mentally ill. (Connor et al., 2016, p. 339) Perceived stigma also influenced participants' decisions around how much to share about their difficulties within personal relationships:
. . . so you're just kind of afraid of being stigmatised by other people . . . you just know there are prejudices about all these things; I used to be like that myself . . . and so in order to avoid that people were thinking badly of me, I thought I'd better put on a façade. (Jansen, Wøldike, Haahr, & Simonsen, 2015, p. 90) In the above quote, the participant describes how awareness of the societal stigma that exists around mental health difficulties interfered with the ability to relate to other people. It also gives a sense that the person is hiding his "true" identity to maintain social acceptance. Taken within the context of the other subthemes identified in this review, this gives an indication of how public stigma could affect an individual experiencing FEP and lead to psychological distress.
Discussion
This metasynthesis aimed to investigate sources of distress in individuals who have experienced FEP. To our knowledge, this is the first metasynthesis of qualitative research on this topic. The results suggest that distress arises from a wide range of factors occurring across two broad and interrelated domains of intrapersonal distress and interpersonal distress. The findings have important implications for clinicians, mental health service provision, and future research in this area.
The intrapersonal distress superordinate theme comprised five subthemes that captured a variety of internal experiences perceived as distressing by service users. Although many service users found what are commonly described as "symptoms" problematic, service users also described many other sources of intrapersonal distress. These included problems resolving conflicts, difficulties in maintaining a satisfactory sense of identity, feeling unable to work toward valued goals, and concerns about physical health. The interpersonal distress superordinate theme comprised four subthemes that captured distress arising out of service users' past traumatic and abusive experiences, personal relationships, contact with health professionals, and fears of stigmatization. The numerous and complex relationships between subthemes suggest that sources of distress are diverse in nature. For each individual, the exact source of distress is likely to be a consequence of several factors, including the person's history, his or her valued goals, and current circumstances.
The sources of distress reported in this review are consistent with much of the wider literature relating to psychosis. For example, there is existing research into topics, such as psychotic symptoms (e.g., Garety et al., 2001; Morrison, 2001; Morrison & Wells, 2007) , physical health (Bailey, Gerada, Lester, & Shiers, 2012; Nordentoft et al., 2013) , service user concerns about medication and mental health services (Berry, Ford, Jellicoe-Jones, & Haddock, 2013 , 2015 , trauma (Kilcommons & Morrison, 2005; Read, Van Os, Morrison, & Ross, 2005) , and stigma (Wood et al., 2014) . It is striking that, in the main, there has only been indirect qualitative research into the sources of distress in FEP. Instead, research has primarily focused on psychotic symptoms, experiences of mental health services and interventions, and other specific problems encountered by people experiencing FEP. To date, these topics appear to have been prioritized over the more fundamental question of what this population finds distressing.
We believe that PCT (Powers, 2005) provides a useful explanatory framework to help us understand the results of this review. From a PCT perspective, human life depends on the ability to control perceptions in line with the reference values held for the desired state of those perceptions. This is achieved by acting on the world to counteract disturbances that would otherwise create a disparity between current and desired perceptions. Carey (2016) has proposed that control is central to defining health, arguing that "Health can be defined as the control of important biological, psychological and social variables" (p. 2).
Across both superordinate themes, it was apparent that distress occurred in situations where participants' current perceptions did not correspond with the way they would like things to be. To take an example from the intrapersonal distress theme, the experience of hearing voices did not appear to be distressing per se. However, where voice hearing interfered with other important goals-such as feeling accepted by one's peer group-people did experience distress. Similarly, in relation to the interpersonal distress theme, contact with health professionals was distressing when participants' preferences for how they would like to be treated were not met. Examples included situations where individuals were involuntarily detained, given medication against their wishes, or excluded from discussions about treatment options. The key feature of these first-person accounts is that psychological distress is a consequence of participants having reduced or impaired control over the things that are important to them. Tai (2009 Tai ( , 2016 has outlined how we can use a PCT framework to understand the relationship between loss of control and distress in psychosis.
What this review adds to our understanding of individuals with FEP is evidence that sources of distress are diverse and multifaceted. No single factor alone seems to account for distress in this population. It also emphasizes the role that reduced control plays in causing and maintaining distress for people experiencing FEP. This fits with the findings of other qualitative research that has identified loss of control as an important source of distress for people experiencing psychosis (e.g., Campbell & Morrison, 2007; Wood, Burke, & Morrison, 2015) . It is also consistent with research that suggests regaining a sense of control is an important aspect of recovery for many people who have experienced mental health problems (Ajayi et al., 2009; Leamy, Bird, Le Boutillier, Williams, & Slade, 2011) . The findings of this metasynthesis suggest that more research into the relationship between psychosis, control, and distress is warranted.
Another important aspect of this review is the finding that service users describe multiple sources of distress that are often unrelated to the symptoms of psychosis or other primary disorders. In recent years, several researchers have suggested that a transdiagnostic approach to understanding psychological distress is required (Harvey, Watkins, Mansell, & Shafran, 2004; Mansell, Harvey, Watkins, & Shafran, 2008) . This approach argues that there are core cognitive and behavioral processes that cause and maintain psychological distress. These processes are proposed to occur across diagnostic boundaries. The transdiagnostic approach is in contrast to the "disorder-specific" focus that currently dominates cognitive-behavioral research and practice (Harvey et al., 2004) . The findings of this review suggest an acknowledgment that distress is not limited by discrete diagnostic categories is required to understand the experience of people with FEP.
The review also indicates that service users are sensitive to signs of negative attitudes among clinicians. This is in keeping with existing research that shows service users perceive unhelpful staff attitudes to be a barrier to recovery (Law & Morrison, 2014) . The risk of iatrogenic harm is, therefore, likely to be reduced in situations where clinicians are respectful and avoid language that could be perceived as dismissive or judgmental by service users.
Interventions are currently available to people experiencing FEP that specifically aim to target many of the sources of distress reported in this review. For example, Motivational Interviewing is designed to help people resolve ambivalence about substance use (Rollnick & Miller, 1995) , family interventions aim to help improve close personal relationships (Haddock & Spaulding, 2013) , and specific interventions are in development that target self-stigma (Morrison et al., 2016) and problems with physical health .
While interventions that specifically target some of these sources of distress are likely to be helpful for many service users, we believe that the implications of this review are more fundamental. Our findings relate more to the basic principles underpinning mental health service delivery than they do to the issue of developing further problem-specific interventions. Essentially, we believe that service users are likely to benefit most from the support of clinicians who adopt a stance of genuine curiosity toward the exploration of problems, avoid assumptions about the nature of their difficulties, and provide opportunities to discuss a broad range of concerns. Being service user-led in terms of establishing a problem focus is also likely to be beneficial because it allows the individual to determine what he or she wants to work on. In addition, approaches that maximize service user control over the interventions he or she receives will increase the likelihood that care is personalized to meet individual needs and reduce the potential for iatrogenic harm. This is consistent with other research endorsing approaches that place service users in control of the care they receive (Carey & Spratt, 2009; Carey, Tai, & Stiles, 2013) , and qualitative research suggesting that clinicians are experienced as more helpful by people with FEP when they focus on the individual's concerns (Hansen, Stige, Davidson, Moltu, & Veseth, 2018; Stewart, 2013) .
This study's findings should be taken in the context of the usual limitations associated with the metasynthesis methodology. Namely, it is dependent on secondary data and combines findings from studies with different methodologies and theoretical underpinnings. In addition, the aim of the study was to include as many relevant firstperson accounts as possible and no systematic quality appraisal was undertaken. This means that some studies of low quality might have been included.
None of the source studies included in this metasynthesis directly investigated sources of distress in FEP. As a result, participants were unlikely to have been asked specifically about this subject. Also, if participants alluded to potential sources of distress, this might not have been followed up by researchers who were more focused on the phenomena under investigation. It is possible, therefore, that other sources of distress exist for this population, which were not captured by this review. If this is the case, however, it does reinforce a central finding of this synthesis: that there are numerous sources of distress for people who have experienced FEP and practitioners should be mindful of this. The overall generalizability of the metasynthesis is improved by the international scope of included studies and the fact that it draws on first person perspectives from a variety of countries. However, cultural differences and the variability of service provision for FEP between countries potentially limit the generalizability of the findings to any one country in particular.
One area of future qualitative research could be a direct investigation into sources of distress for individuals who have experienced FEP. This would resolve some of the limitations inherent in this review that were caused by the fact that it synthesized evidence from qualitative research into other topics. An area of future quantitative research arising from this could be the development of a tool that measures sources of distress and their relative impact on individuals with FEP. These findings also support the use of primary outcome measures that focus on the broadest possible sources of distress (e.g., the PSYCHLOPS; Psychological Outcome Profiles; Ashworth et al., 2004) .
In conclusion, given the central role that loss of control appeared to play in causing distress, helping service users to gain more control over their lives is likely to contribute to reducing psychological distress. Further research into the development and evaluation of interventions and approaches that help service users achieve greater control over factors that are important to them is also warranted. Finally, when working with people experiencing FEP, practitioners should be mindful of overemphasizing the assessment and treatment of psychotic symptoms at the expense of considering wider difficulties. Adopting a stance of genuine curiosity about potential sources of distress is likely to be experienced as more helpful by service users. 
